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###### Key messages

Parents and families are unique in their needs regarding the care for their child.The WWW‐roadmap is a tool that can be used by parents to explore their needs and search for information.Using only the tool does not change parental empowerment or the way a consultation is experienced.Supporting empowerment requires more than providing information.

1. INTRODUCTION {#cch12700-sec-0006}
===============

Parents of children with disabilities play a major role in the way their child functions. They are the experts on the way their child and family function and should thus be seen as partners in the care process. In paediatric rehabilitation, these family‐centred principles have been around for several decades now, but professionals as well as parents still struggle to shift focus towards real family‐centred services (Bailey, Raspa, & Fox, [2012](#cch12700-bib-0005){ref-type="ref"}; Darrah, Wiart, Magill‐Evans, Ray, & Andersen, [2012](#cch12700-bib-0009){ref-type="ref"}; MacKean, Thurston, & Scott, [2005](#cch12700-bib-0019){ref-type="ref"}). Acknowledging the uniqueness of families, assessing their individual and current family needs is key to addressing these needs (Bailey & Simeonsson, [1988](#cch12700-bib-0006){ref-type="ref"}; G. King, Williams, & Hahn Goldberg, [2017](#cch12700-bib-0014){ref-type="ref"}; Terwiel et al., [2017](#cch12700-bib-0024){ref-type="ref"}). Parents should be empowered to express their needs and the focus should be shifted towards the family as a whole. Parental empowerment is defined as "\[...\] the acquisition of motivation \[...\] and ability \[...\] that patients might use to be involved or participate in decision‐making, thus creating an opportunity for higher levels of power in their relationship with professionals" (Fumagalli et al., [2015](#cch12700-bib-0010){ref-type="ref"}).

Although parents value initiatives that support their empowerment (van der Pal et al., [2014](#cch12700-bib-0025){ref-type="ref"}), few tools, methods, and interventions to support empowerment and family‐centred services are available (Anderson & Funnell, [2010](#cch12700-bib-0004){ref-type="ref"}; G. King et al., [2017](#cch12700-bib-0014){ref-type="ref"}).

Important determinants in the process of empowerment are being sufficiently informed and having the skills that make them feel more able to be involved in decision making (Fumagalli et al., [2015](#cch12700-bib-0010){ref-type="ref"}). Previous research showed that parents generally experience a lack of information (Alsem, Ausems, et al., [2017](#cch12700-bib-0002){ref-type="ref"}; Cunningham & Rosenbaum, [2013](#cch12700-bib-0008){ref-type="ref"}). Because of the variety of family needs and information needs and the changes in such needs over time, it is a challenge to provide targeted information in daily rehabilitation practice.

In cocreation with parents, professionals, IT specialists, and researchers, we have created a digital tool that aims to help parents explore their needs, find information, and put their questions to the appropriate professionals. This tool is called the WWW‐roadmap (WWW‐wijzer in Dutch). The Ws stand for "What do I want to know?," "Where can I find information?," and "Who can help me further to answer my questions?" Parents can use the tool as a means to prepare for consultations with a rehabilitation professional but also in their daily lives as a source of information. The process of developing the tool has been described elsewhere (Alsem, van Meeteren, et al., [2017](#cch12700-bib-0003){ref-type="ref"}).

The present study explored parental and physicians\' experiences with the WWW‐roadmap, as well as differences between parents who had used the WWW‐roadmap to prepare for a consultation with their rehabilitation physician and parents who had not, in terms of empowerment and self‐efficacy, parental and professional satisfaction with the consultation and family centredness of care.

2. METHOD {#cch12700-sec-0007}
=========

The study was conducted in 15 Dutch rehabilitation practices in different settings. Settings included rehabilitation centres, university hospitals, and schools for children with special needs. Inclusion started in April 2016 and was completed in June 2017. In all phases of the project, there was close collaboration between researchers and parents (Alsem, van Meeteren, et al., [2017](#cch12700-bib-0003){ref-type="ref"}). The study protocol was evaluated by the Medical Ethics Committee of the University Medical Centre Utrecht, the Netherlands (Study ID: 15/585), and approved by all local ethical committees of the participating centres.

2.1. Procedures {#cch12700-sec-0008}
---------------

We used a posttest only sequential cohort design. All successive parents with an upcoming appointment with their rehabilitation physician were approached by telephone by the researcher or the secretary of the rehabilitation physician. After permission, parents were contacted to provide them with additional information on the study and to ask for written informed consent. In each team, the first 10 parents were allocated to the control group, and the next 10 parents to the intervention group. Before their consultation with the rehabilitation physician, parents in the intervention group received written information about the WWW‐roadmap, including instructions for its use and a login code for the WWW‐roadmap whereas parents in the control group did not receive this information. In both groups, the consultation itself was "as‐usual," meaning that neither the rehabilitation physician nor the parents received specific instructions. After the consultation, the parents as well as the physician were asked to fill in a questionnaire regarding the consultation (see outcome parameters). Furthermore, a random sample of parents from the intervention group were asked to participate in a semistructured interview in order to assess their experiences with the tool and the possible effects on the consultation. Because empowerment is a very individually determined process, we decided that further qualitative exploration was necessary.

2.2. Participants {#cch12700-sec-0009}
-----------------

The 15 rehabilitation physicians that helped including parents were asked for their experiences. Parents were included as follows.

Inclusion criteria: Parents of children (0--21 years) with a disabilityHaving a face‐to‐face appointment with a physician during the inclusion periodExclusion criteria: Parents with insufficient understanding of the Dutch language and thus not being able to use the WWW‐roadmapParents unable to use a computer (or tablet/smartphone) with Internet connection

2.3. Sample size {#cch12700-sec-0010}
----------------

At the time of development of the study, no similar studies using the Family Empowerment Scale (FES) as the primary outcome measure were known, so it was not possible to perform a reliable power calculation. We calculated that within the time frame of our study, we would be able to include two groups of 75 parents, which we anticipated to be sufficient to explore differences between parents who used the tool and those who did not. For the qualitative study, interviews were continued until data saturation was reached.

2.4. Intervention {#cch12700-sec-0011}
-----------------

Parents were asked to use the WWW‐roadmap prior to their consultation with their rehabilitation physician. Parents can use the WWW‐roadmap to identify possible family needs, find reliable information on these topics, both in the tool and through references to Internet resources, and place unmet needs on a question prompt list. Moreover, the tool provides tips on how to prepare for a consultation with a physician. Parents were asked to use the WWW‐roadmap as much as they wanted. They decided for themselves when and how they wanted to use it.

2.5. Outcome parameters {#cch12700-sec-0012}
-----------------------

To explore differences between parents who used the WWW‐roadmap and parents who did not, we used different questionnaires:

### 2.5.1. Primary outcome {#cch12700-sec-0013}

The primary outcome was family empowerment, which was assessed using the Dutch adaptation of the FES (Koren, DeChillo, & Friesen, [1992](#cch12700-bib-0017){ref-type="ref"}). The FES is a 34‐item questionnaire designed to measure empowerment in families of children with emotional, behavioural, or mental disorders and has been used before in paediatric rehabilitation research (Kruijsen‐Terpstra et al., [2016](#cch12700-bib-0018){ref-type="ref"}). It consists of three domains: the family (FES‐F; 12 items), children\'s services (FES‐S; 12 items), and parental involvement in the community (FES‐C; 10 items) and refers to three expressions of empowerment: attitudes, knowledge, and behaviours. It has good psychometrical properties (Singh et al., [1995](#cch12700-bib-0022){ref-type="ref"}). The FES has been translated into Dutch. With the consent of the developers, the domain of "parental involvement in the community" was removed from the Dutch version, because this domain was considered too culturally determined and not applicable to the Dutch situation (Kruijsen‐Terpstra et al., [2016](#cch12700-bib-0018){ref-type="ref"}). To gain a deeper understanding of parental experiences of empowerment in the intervention group, it was further explored in the interviews.

### 2.5.2. Secondary outcomes {#cch12700-sec-0014}

#### Self‐efficacy in the consultation {#cch12700-sec-0015}

Parental self‐efficacy was measured using the Perceived Efficacy in Patient--Physician Interactions (PEPPI‐5) scale (Maly, Frank, Marshall, DiMatteo, & Reuben, [1998](#cch12700-bib-0020){ref-type="ref"}). The PEPPI‐5 assesses parental confidence for five items, using a 5‐point Likert scale ranging from *not confident at all* to *very confident*. The Dutch PEPPI‐5 has demonstrated adequate validity and reliability in patients with osteoarthritis (ten Klooster et al., [2012](#cch12700-bib-0023){ref-type="ref"}).

#### Patient and physician satisfaction with the consultation {#cch12700-sec-0016}

Patient and physician satisfaction were measured using the seven‐question Patient Satisfaction Questionnaire (PSQ; Zandbelt, Smets, Oort, Godfried, & Haes, [2004](#cch12700-bib-0027){ref-type="ref"}). Following Albada et al., we added an item on satisfaction with shared decision making and overall satisfaction (Albada, van Dulmen, Spreeuwenberg, & Ausems, [2015](#cch12700-bib-0001){ref-type="ref"}). The PSQ has a patient and a professional version, asking the same questions from a patient\'s and professional\'s perspective. The original PSQ uses a Visual Analogue Scale (VAS) scale, but we decided to use a 7‐point Likert scale from *not at all satisfied* to *extremely satisfied*. The means of all seven items were computed.

#### Family‐centred services {#cch12700-sec-0017}

The family centredness of the rehabilitation services as perceived by the parents was assessed using the Measure of Processes of Care (MPOC‐56; S. M. King, Rosenbaum, & King, [1996](#cch12700-bib-0016){ref-type="ref"}; S. King, Rosenbaum, & King, [1995](#cch12700-bib-0015){ref-type="ref"}). The MPOC measures the extent to which certain family‐centred behaviour or action takes place. For our study, we modified the Dutch version of the MPOC‐56 (van Schie, Siebes, Ketelaar, & Vermeer, [2004](#cch12700-bib-0026){ref-type="ref"}) in order to assess family centredness of the most recent consultation with the rehabilitation physician, instead of the past year. The original MPOC and the Dutch version have sound psychometric properties (S. M. King et al., [1996](#cch12700-bib-0016){ref-type="ref"}; van Schie et al., [2004](#cch12700-bib-0026){ref-type="ref"}).

#### Experiences with the consultation and WWW‐roadmap {#cch12700-sec-0018}

A short questionnaire on the parents\' experiences with the consultation was designed to assess possible differences between the two cohorts of parents. It consists of eight questions about asking for and receiving information and about asking questions. The rehabilitation physicians were also asked about their experiences with the consultation.

In order to assess general experiences with the WWW‐roadmap, we developed a 20‐item questionnaire for the parents. The questions focus on practical experiences (e.g., "The WWW‐roadmap helped me prepare for the consultation") and the use of the WWW‐roadmap (e.g., "The WWW‐roadmap is easy to use"). Parents could answer these questions using a 7‐point Likert scale from 0 (*totally disagree*) to 7 (*totally agree*). We aggregated the answers in three groups: "Agree," "Neutral," and "Disagree."

#### Interview {#cch12700-sec-0019}

The interview involved open‐ended questions based on predefined topics (see Appendix [A](#cch12700-app-0001){ref-type="app"}) in which parents were asked about their experiences with the tool, the possible effects of using the tool, and about their views on involvement and empowerment during the consultation.

2.6. Data analysis {#cch12700-sec-0020}
------------------

Quantitative data were analysed using Statistical Package for Social Sciences version 23. The similarity of the two groups at baseline was checked by means of independent *t* tests, Mann--Whitney *U* tests, and χ^2^ tests. Because most data were skewed, χ^2^ and Mann--Whitney *U* tests were used to describe differences between the two groups and in subgroups. In view of the multiple testing, *α* was set at ≤.01.

Parental experiences were explored qualitatively using a theoretic thematic analysis approach for the interview data (Braun & Clarke, [2006](#cch12700-bib-0007){ref-type="ref"}). The interviews were audiotaped and transcribed verbatim. The data were imported into the NVIVO 10 software program to facilitate data analysis. Data were coded and analysed independently by two researchers (M. A. and J. B.), using open coding, followed by axial coding using a constant comparative approach. Discrepancies were discussed between M. A. and J. B. Codes and themes were identified by M. A. and J. B. and discussed with all authors. Member checking was performed by asking parents their opinion of the interpretation of the qualitative results.

3. RESULTS {#cch12700-sec-0021}
==========

A total of 230 parents were asked to take part in the study (114 for the control group and 116 for the intervention group); 142 parents filled in the questionnaires. In the intervention cohort, 14 parents did not use the WWW‐roadmap and were excluded, leaving 128 questionnaires for analysis. Thirteen parents from the intervention group were asked to take part in a semistructured interview (Figure [1](#cch12700-fig-0001){ref-type="fig"}: flowchart).

![Flowchart](CCH-45-623-g001){#cch12700-fig-0001}

Characteristics of the study population are presented in Table [1](#cch12700-tbl-0001){ref-type="table"}. There were no significant differences in demographics and patient characteristics between the groups.

###### 

Study population characteristics

  Characteristics                          Control group   Intervention group        Qualitative study                       
  ---------------------------------------- --------------- -------------------- ---- ------------------- ------ ------------ -----------
  Total *N* = 128                          74                                   54                              13           
  Age                                                                                                                        
  In years (SD)                                            7.7 (4.3)                 7.6 (4.3)           NS\$                8.1 (4.3)
  Sex                                                                                                                        
  Boy                                      50              67.6                 32   59.3                NS\#   7            53.8
  Girl                                     24              32.4                 22   40.7                       6            46.2
  Diagnosis                                                                                                                  
  CP                                       17              23.0                 14   25.9                NS\#   3            23.1
  Neuromuscular                            6               8.1                  1    1.9                        1            7.7
  Metabolic disorder                       3               4.1                  3    5.6                        0            0.0
  Genetic disorder                         7               9.5                  2    3.7                        0            0.0
  Spina bifida                             5               6.8                  6    11.1                       1            7.7
  Various syndromes (e.g., Down)           11              14.9                 6    11.1                       3            23.1
  Movement disorder                        7               9.5                  5    9.3                        1            7.7
  Unknown                                  6               8.1                  10   18.5                       3            23.1
  Other                                    12              16.2                 7    13.0                       1            7.7
  Mobility                                                                                                                   
  Walks without limitations                27              36.5                 26   48.1                NS\#   7            53.8
  Walks but unable to climb stairs         24              32.4                 13   24.1                       4            30.8
  Walks short distances with walking aid   4               5.4                  2    3.7                        0            0.0
  Uses wheelchair                          12              16.2                 5    9.3                        1            7.7
  No means of independent movement         7               9.5                  8    14.8                       1            7.7
  Education                                                                                                                  
  Regular toddler group                    1               1.4                  0    0.0                 NS\#   0            0.0
  Therapeutic toddler group                14              18.9                 5    9.3                        1            7.7
  Regular daycare centre                   4               5.4                  2    3.7                        0            0.0
  Regular school                           19              25.7                 18   33.3                       5            38.5
  Special needs education                  26              35.1                 19   35.2                       6            46.2
  Special daycare centre                   7               9.5                  4    7.4                        0            0.0
  Other                                    3               4.1                  6    11.1                       1            7.7
  Parental characteristics                                                                                                   
  Age                                                                                                                        
  In years (SD)                                            40.3 (6.0)                39.0 (5.8)          NS\$   39.0 (6.3)   
  Sex                                                                                                                        
  Male                                     7               9.5                  6    11.1                NS\#   1            8.0
  Female                                   67              90.5                 48   88.9                       12           92.0
  Nationality                                                                                                                
  Dutch                                    74              100.0                52   96.3                NS\#   13           100.0
  Other                                    0               0.0                  2    3.7                        0            0.0
  Marital status                                                                                                             
  Single parent                            7               9.5                  5    9.3                 NS\#   0            0.0
  Partner, not living together             1               1.4                  4    7.4                        2            15.0
  Married                                  66              89.2                 45   83.3                       11           85.0
  Education                                                                                                                  
  Less than secondary school               2               2.7                  2    3.7                 NS\#   7            54.0
  Secondary school                         14              18.9                 4    7.4                        1            8.0
  More than secondary school               58              78.4                 48   88.9                       5            38.0
  Family characteristics                                                                                                     
  Mean number of siblings (*SD*)                           1.4 (1.2)                 1.4 (0.9)           NS\$   1.3 (1)      
  Child is first child                     25              33.8                 23   42.6                       7            53.9
  Consultation characteristics                                                                                               
  First consultation                       18              24.3                 5    9.3                 NS\#   0            0.0
  Follow‐up consultation                   56              75.7                 44   81.5                       13           100.0
  Duration of the consultation                                                                                               
  Estimated by physician, in minutes                       45.2 (12.3)               44.4 (11.2)         NS\$   43 (11)      

Abbreviation: NS, not significant, using \$: *t* tests and \#: χ^2^.

Differences between control and intervention cohort.

3.1. Using the WWW‐roadmap {#cch12700-sec-0022}
--------------------------

Parents in the intervention group used the WWW‐roadmap 1--5 times before the consultation (mean 1.4, *SD* 0.75). Fourteen parents did not use the WWW‐roadmap at all. The time spent using the WWW‐roadmap ranged from 5 to 60 min (mean 18, *SD* 11).

3.2. Primary outcome {#cch12700-sec-0023}
--------------------

Scores on the FES were high in both groups, with large interquartile ranges. There were no significant differences between the intervention and control groups for either of the domains. See Table [2](#cch12700-tbl-0002){ref-type="table"}.

###### 

Differences between parents that used the WWW‐roadmap and parents who did not

  Measure                                                                                                           Possible range   Control group   Intervention group   *P* value[a](#cch12700-note-0006){ref-type="fn"}                                 
  ----------------------------------------------------------------------------------------------------------------- ---------------- --------------- -------------------- -------------------------------------------------- --------- --------- --------- ---------
  Parents                                                                                                                                                                                                                                                  
  FES‐family                                                                                                        0--5             4.1             3.9                  4.5                                                4.0       3.9       4.3       .1
  FES‐care                                                                                                          0--5             4.0             3.8                  4.6                                                4.0       3.8       4.5       .9
  PEPPI‐5                                                                                                           0--25            22.0            19.0                 25.0                                               21.0      20.0      25.0      .93
  PSQ‐parents                                                                                                       1--7             6.4             5.9                  7.0                                                6.2       5.7       6.9       .33
  MPOC enabling and partnership                                                                                     1--7             5.6             5.1                  6.0                                                5.3       4.8       5.8       .06
  MPOC providing general information                                                                                1--7             4.2             3.0                  5.3                                                3.9       2.8       5.0       .48
  MPOC providing specific information about the child                                                               1--7             5.5             5.0                  6.0                                                5.0       4.3       5.8       .02
  MPOC comprehensive and coordinated care                                                                           1--7             5.5             4.8                  6.0                                                5.1       4.3       5.7       .02
  MPOC respectful and supportive care                                                                               1--7             5.9             5.3                  6.4                                                5.8       5.1       6.1       .15
  Before I visited the doctor, I had a clear question in mind.                                                      1--7             6.0             4.0                  6.0                                                6.0       4.0       6.75      .31
  I prefer to get all the information at an early stage.                                                            1--7             6.0             5.0                  7.0                                                6.0       5.0       6.0       .25
  I was given enough time to ask questions about matters that related to my child.                                  1--7             7.0             6.0                  7.0                                                6.0       4.0       7.0       .65
  Before going to see the doctor, I looked up information on the Internet.                                          **1--7**         **4.0**         **1.0**              **4.0**                                            **6.0**   **3.0**   **7.0**   **.01**
  During the consultation, the doctor answered all my questions or referred me to someone who could.                1--7             6.0             6.0                  7.0                                                6.0       5.25      7.0       .02
  The topics that were important to me were discussed during the consultation with the doctor.                      1--7             6.0             6.0                  7.0                                                6.0       6.0       7.0       .11
  I know to which professional I can turn with my questions.                                                        1--7             6.0             6.0                  7.0                                                6.0       5.25      7.0       .14
  I know where to find information if I have a question.                                                            1--7             6.0             5.0                  7.0                                                6.0       5.0       7.0       .30
  Physicians                                                                                                                                                                                                                                               
  PSQ‐professionals                                                                                                 1--7             5.7             5.1                  6.0                                                5.7       5.1       6.0       .59
  These parents had a clear question in mind about the help they were seeking before they came to see the doctor.   1--7             6.0             3.0                  6.0                                                6.0       5.0       6.0       .094
  I got the idea that these parents had looked up information on the Internet before the consultation.              1--7             2.0             2.0                  4.0                                                3.0       2.0       5.0       .254
  The information that these parents had found appears to be reliable.                                              1--7             4.0             4.0                  4.0                                                4.0       4.0       4.0       .147
  I know what information I have to give to these parents.                                                          1--7             6.0             5.0                  6.0                                                6.0       5.0       6.0       .452
  As these parents had many questions, I needed much time to explain.                                               1--7             3.0             2.0                  4.0                                                3.0       2.0       5.0       .766
  These parents found it difficult to distinguish between major and minor aspects.                                  1--7             2.0             2.0                  2.0                                                2.0       2.0       4.0       .553
  I have been able to discuss all the matters that I thought were important during the consultation.                1--7             6.0             6.0                  6.0                                                6.0       5.0       6.0       .168
  I was able to give these parents targeted information.                                                            1--7             6.0             5.0                  6.0                                                6.0       5.0       6.0       .480
  I have been able to satisfactorily answer all the questions these parents had.                                    1--7             6.0             5.0                  6.0                                                6.0       5.0       6.0       .993

*Note*. Significant results are **bold**.

Abbreviations: FES, Family Empowerment Scale; MPOC, Measure of Processes of Care; PEPPI‐5, Perceived Efficacy of the Patient--Physician Interaction; PSQ, Patient Satisfaction Questionnaire.

Using Mann--Whitney *U* tests.

3.3. Secondary outcomes {#cch12700-sec-0024}
-----------------------

### 3.3.1. Parents {#cch12700-sec-0025}

Parents who used the WWW‐roadmap were more likely to say that they had looked up information on the Internet prior to the consultation (*P* = .01). We found no differences between the control and intervention groups regarding the scores for the other questions, nor for the PEPPI‐5, PSQ, and the MPOC.

### 3.3.2. Rehabilitation physicians {#cch12700-sec-0026}

There were no differences between the intervention and control groups regarding the physicians\' experiences or satisfaction with the consultation (see Table [2](#cch12700-tbl-0002){ref-type="table"}). Moreover, there was no difference between the two cohorts in mean duration of the consultation as estimated by the physician.

### 3.3.3. Parental opinions of the WWW‐roadmap {#cch12700-sec-0027}

Table [3](#cch12700-tbl-0003){ref-type="table"} shows parents\' opinions about the WWW‐roadmap. Although most parents said that they had already had questions for the rehabilitation physician, 40.8% of the parents felt that the WWW‐roadmap had helped them come up with questions. The information provided in the WWW‐roadmap was considered reliable, and most parents found the WWW‐roadmap easy to use.

###### 

Parental opinions about the WWW‐roadmap

  Questions for parents about the use of the WWW‐roadmap                                                                                   Agree[a](#cch12700-note-0007){ref-type="fn"}   \%     Neutral[a](#cch12700-note-0007){ref-type="fn"}   \%     Disagree[a](#cch12700-note-0007){ref-type="fn"}   \%
  ---------------------------------------------------------------------------------------------------------------------------------------- ---------------------------------------------- ------ ------------------------------------------------ ------ ------------------------------------------------- ------
  ‐ The WWW‐roadmap is easy to use.                                                                                                        33                                             67.3   5                                                10.2   11                                                22.4
  ‐ After I had read the user instructions for the WWW‐roadmap, I had enough information to be able to get started with the WWW‐roadmap.   36                                             73.5   8                                                16.3   5                                                 10.2
  ‐ The layout of WWW‐roadmap is attractive.                                                                                               30                                             61.2   9                                                18.4   10                                                20.4
  ‐ Before I used the WWW‐roadmap, I already had a clear question to ask the doctor.                                                       33                                             67.3   8                                                16.3   8                                                 16.3
  ‐ The WWW‐roadmap has helped me think of other topics about which I wanted wore information.                                             20                                             40.8   15                                               30.6   14                                                28.6
  ‐ The WWW‐roadmap gave me new ideas for questions I had not thought of before.                                                           20                                             40.8   13                                               26.5   16                                                32.7
  ‐ Using the WWW‐roadmap made it clearer to me what questions I wanted to ask the doctor.                                                 12                                             24.5   17                                               34.7   20                                                40.8
  ‐ Some questions in the WWW‐roadmap are too confrontational.                                                                             2                                              4.1    14                                               28.6   33                                                67.3
  ‐ The WWW‐roadmap provided me with a comprehensive idea of the topics that might be discussed during a consultation with the doctor.     31                                             63.3   9                                                18.4   9                                                 18.4
  ‐ The use of the WWW‐roadmap yields too many questions for me.                                                                           9                                              18.4   8                                                16.3   32                                                65.3
  ‐ As a result of my using the WWW‐roadmap, more attention was given to our family as a whole during the consultation with the doctor.    5                                              10.2   19                                               38.8   25                                                51.0
  ‐ The explanations provided with the questions were generally clear.                                                                     37                                             75.5   9                                                18.4   3                                                 6.1
  ‐ The explanations provided with the questions were generally complete.                                                                  33                                             67.3   11                                               22.4   5                                                 10.2
  ‐ I trust the information provided in the WWW‐roadmap.                                                                                   40                                             81.6   9                                                18.4   0                                                 0.0
  ‐ The information in the WWW‐roadmap is difficult to understand.                                                                         2                                              4.1    12                                               24.5   35                                                71.4
  ‐ The WWW‐roadmap helped me prepare for the appointment with the doctor.                                                                 19                                             38.8   14                                               28.6   16                                                32.7
  ‐ I feel that using the WWW‐roadmap makes it easier for me to ask the doctor questions.                                                  10                                             20.4   11                                               22.4   28                                                57.1
  ‐ The "shopping list" in the WWW‐roadmap provides an easy way to take my questions along when we go see the doctor.                      14                                             28.6   22                                               44.9   13                                                26.5
  ‐ As a result of the tips in the WWW‐roadmap, I have looked for answers to my questions in other sources.                                6                                              12.2   12                                               24.5   31                                                63.3
  ‐ I will use the WWW‐roadmap again in the future to prepare for the consultations with the doctor.                                       16                                             32.7   16                                               32.7   17                                                34.7

Values add up to 49 due to missing values.

3.4. Post hoc analyses {#cch12700-sec-0028}
----------------------

To see whether specific subgroups of parents might have experienced additional benefit of the WWW‐roadmap, we explored differences between the cohorts in various subgroups: parents of older children (\>4 years) versus parents of younger children and parents of children with and without an older sibling. We did not find significant differences between the subgroups on any of the measures.

3.5. Qualitative results {#cch12700-sec-0029}
------------------------

We used qualitative interviews in order to further explore parental experiences with and opinions on using the WWW‐roadmap as a preparation for the consultation and the process of empowerment. Parental quotes are presented in Table [4](#cch12700-tbl-0004){ref-type="table"}. The codes in brackets in the text refer to the quotes in Table [4](#cch12700-tbl-0004){ref-type="table"}.

###### 

Parental quotes

  Theme                            No                                                                                                                                                                                                                                                                                                                                                                                                                                                               Quote                                                                                                                                                                                                                                                                                                                                                                                                                                   Parent no.
  -------------------------------- ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- --------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- ------------
  Empowerment                      E1                                                                                                                                                                                                                                                                                                                                                                                                                                                               Yeah, if it\'s about the nature of the conversation, I think, erm, that if I\'m in control, that I then, sort of, decide where the conversation goes. That I very much control the conversation, like, this is what we are going to discuss.                                                                                                                                                                                            6
  E2                               I\'m all for the idea of teamwork. If as a parent you are very much in control, you might miss things, as the rehabilitation physician sees these things every day. That goes for me too, but from a totally different perspective, with only the one child.                                                                                                                                                                                                     1                                                                                                                                                                                                                                                                                                                                                                                                                                       
  Information                      I1                                                                                                                                                                                                                                                                                                                                                                                                                                                               And then it\'s good if it all comes together in one place. As it\'s really a jungle, like how does this all work. With all these aids and play therapy and other therapies what not.                                                                                                                                                                                                                                                    4
  I2                               It\'s nice the way it\'s put on paper, but things often do not work that way in practice. And that\'s what I\'ve come across most in recent years.                                                                                                                                                                                                                                                                                                               7                                                                                                                                                                                                                                                                                                                                                                                                                                       
  I3                               Like having a sort of safety net available; if I come across something I can have a look.                                                                                                                                                                                                                                                                                                                                                                        12                                                                                                                                                                                                                                                                                                                                                                                                                                      
  Asking questions                 A1                                                                                                                                                                                                                                                                                                                                                                                                                                                               So, in that sense I think it\'s really convenient to have a list of questions. It\'s very pleasant, to sort of have both sides remained concentrated. I always recommend people who ask me questions, like, well you know so much about it now, just make a list. Cos people are nervous at that moment and they forget question number two. And then I\'ll go back and say doctor I still have one or two questions. Can I ask them?   11
  A2                               What I found amusing is that you could make a shopping list. That you actually write down questions. I always get, that I\'m with the doctor, and then I think what was it again. And then I just happen to have forgotten my note.                                                                                                                                                                                                                              6                                                                                                                                                                                                                                                                                                                                                                                                                                       
  A3                               Well, it does help you to check "Have I covered all topics?" that you want to discuss. As it does inspire you about the topics you could discuss with the rehabilitation physician.                                                                                                                                                                                                                                                                              4                                                                                                                                                                                                                                                                                                                                                                                                                                       
  A4                               I\'m sometimes a bit unsure whether I\'m not asking too many questions. But that does not stop me from asking those questions anyway. So, it does sort of tell me, like, OK, I\'m not the only one, and there are so many parents like me and it\'s good that I ask them.                                                                                                                                                                                        6                                                                                                                                                                                                                                                                                                                                                                                                                                       
  A5                               It could be that questions are already answered in the WWW‐roadmap, so that I have fewer questions. Or it could indeed function as a source of inspiration to think of some more questions than you had.                                                                                                                                                                                                                                                         13                                                                                                                                                                                                                                                                                                                                                                                                                                      
  Roles in the consultation        R1                                                                                                                                                                                                                                                                                                                                                                                                                                                               We discussed that with the physiotherapist and we\'ll be seeing the paediatrician on Monday. And she said "talk about it there too" and then I think ... in my view she just deals with organs.                                                                                                                                                                                                                                         4
  R2                               In a way it\'s because of the WWW‐roadmap that I thought, like, I can just ask my questions. The doctor is just another person, and he is not necessarily placed above me. And that\'s something that became very clear in the WWW‐roadmap. Like, the doctor\'s place is beside you, not above you.                                                                                                                                                              6                                                                                                                                                                                                                                                                                                                                                                                                                                       
  R3                               I think that if you go there unprepared, so not the kind of conversation we are having now, that you\'ll get stuck. And then you know, if you are not prepared, you\'ll have no questions. So that means that the doctor will automatically more or less take control. So, I think that if you have the WWW‐roadmap at hand at that moment, and so you have some questions of your own, you then also do certain things.                                         13                                                                                                                                                                                                                                                                                                                                                                                                                                      
  Having a comprehensive picture   C1                                                                                                                                                                                                                                                                                                                                                                                                                                                               I now perhaps felt a bit more secure about my shopping list as I had checked all these areas once again.                                                                                                                                                                                                                                                                                                                                9
  C2                               I want to be involved in the choices that are made. To be taken seriously, for my own experiences. I do get the feeling that that\'s happening, by the way. But I do not have to be the doctor, or the medical expert                                                                                                                                                                                                                                            9                                                                                                                                                                                                                                                                                                                                                                                                                                       
  Efficacy of the WWW‐roadmap      W1                                                                                                                                                                                                                                                                                                                                                                                                                                                               Answering the question whether "being in control" has changed after using the WWW‐roadmap: Well, not this time, but that\'s to some extent because I\'ve gradually taken more control over the past 17 years and I know where to find everything.                                                                                                                                                                                       5
  W2                               I\'m sure that if I\'d had it at the start of the whole process, the WWW‐roadmap would have given me a lot of control, cos if I, like, look back on the past, and what I had to do to find everything out. \[...\] And then if you look at this WWW‐roadmap, it\'s all much more available. Yeah, the things you want to find out you\'ll find in the end. That would have given me more control at the start, and also, like, have made me feel more at ease.   5                                                                                                                                                                                                                                                                                                                                                                                                                                       

### 3.5.1. Empowerment and involvement in the consultation {#cch12700-sec-0030}

Parents described that the process of empowerment was a process they all went through, but they had different conceptions of what constitutes empowerment and involvement. Parents described this process as getting more control over their situation, at home as well as in the care process and during the consultation. Parents regarded an equal relationship with their physicians as important but at the same time reported that the (desired) degree of involvement changed all the time, especially at times of transition, for example, from preschool to primary school. Other factors that parents mentioned as determining the degree of control and thus the role taken during the consultation were information, involvement, and the attitude of the physician. Preparing for the consultation by determining their needs and looking for information helped the parents follow their own agenda during the consultation \[E1\].

At a more relational level, the parents described trust, reciprocity, and openness as conditions for their involvement in the consultation. In order to feel more empowered, parents needed to know that someone had a comprehensive picture of the situation. Knowing that no aspects are overlooked helped them feel more empowered \[E2\].

### 3.5.2. The WWW‐roadmap and the consultation {#cch12700-sec-0031}

In the interviews, we identified themes relating to possible mechanisms by which the WWW‐roadmap could play a role in enhancing parental empowerment. The four themes that were identified were information, asking questions, roles in the consultation, and maintaining a comprehensive picture of the situation.

3.6. Information {#cch12700-sec-0032}
----------------

Being informed was very important for parents. The WWW‐roadmap provided parents with information on the topics of interest to them. Although the parents had different opinions regarding the required level of detail of the information, the information in the WWW‐roadmap was considered reliable and relevant \[I1\]. Parents made a distinction between types of information. They reported that general information was provided in the WWW‐roadmap, but many of them wanted more specific information about the situation of their child \[I2\]. Because the parents\' needs changed, especially during periods of transition, they found it important to be referred to sources where they could look up information \[I3\].

3.7. Asking questions {#cch12700-sec-0033}
---------------------

Parents found it hard to ask questions and were unsure which questions to ask. The WWW‐roadmap helped them formulate their questions. Most of the parents used a list of questions they made up beforehand \[A1\]. The WWW‐roadmap helped the parents complete their question prompt list \[A2\]. Parents felt supported by the themes and questions presented in the WWW‐roadmap \[A3\]. Using the WWW‐roadmap also helped to reassure the parents that they were asking all their questions \[A4\]. One parent mentioned that using the WWW‐roadmap could increase the number of questions but could also solve certain questions so they did not have to ask them \[A5\].

Traditionally, it is the physician who asks questions during the consultation, but by preparing their own agenda and topic list, the parents felt that more equal roles were created in the consultation. One parent suggested that both parents and physician could prepare for the consultation more effectively if they knew what the other was going to ask.

3.8. Roles in the consultation {#cch12700-sec-0034}
------------------------------

Parents used the WWW‐roadmap to determine which professional to put their questions to, as they did not always know the expertise of all disciplines involved \[R1\]. The parents described different roles that they could adopt during the consultation. Using the WWW‐roadmap helped them in becoming aware of these possible roles \[R2\]. The parents also described that preparing for the consultation is a good way to become more involved, as they then knew which questions to ask \[R3\].

3.9. Maintaining a comprehensive picture {#cch12700-sec-0035}
----------------------------------------

Preparing for the consultation helped parents take a more active role in the consultation. Because the questions included in the WWW‐roadmap cover many topics, parents were less afraid to forget to address a specific topic \[C1\].

Maintaining a comprehensive picture of their situation helped parents become more involved. On the other hand, one mother said that the level of involvement was limited by their knowledge and experience. Although most parents wanted to be involved in decision making, they differed in the degree of involvement they desired \[C2\].

### 3.9.1. Experiences using the WWW‐roadmap {#cch12700-sec-0036}

Although different positive aspects of the WWW‐roadmap were mentioned, the parents also described barriers to using the tool. The barrier mentioned most was time. Parents are very busy managing their family and caring for their child, and using an extra tool was experienced by some as too time consuming.

Using the tool helped the parents prepare for the consultation and made them feel reassured. However, their perception was that it did not change the consultation or their roles during the consultation \[W1\]. Several parents mentioned that the WWW‐roadmap would have helped them at an earlier stage, when their child was younger, and they had less knowledge about the development of their child and the health care system \[W2\].

4. DISCUSSION {#cch12700-sec-0037}
=============

We explored differences between parents who used the WWW‐roadmap prior to a consultation with a rehabilitation physician and parents who did not. Parents in both groups had relatively high average scores on all outcome measures. Parents who had used the WWW‐roadmap reported that they had looked up more information on the Internet prior to the consultation. We did not find differences in outcome measures in terms of empowerment, self‐efficacy, parents\' and physicians\' satisfaction, and perceived family centredness of services. However, the results of the interviews showed that parents were positive about their experiences with the WWW‐roadmap and about various aspects of empowerment, giving an overall impression that using the tool might help them prepare for a consultation. The WWW‐roadmap seems to support parents in finding information, formulating questions, and determining the degree of involvement in consultations with their physicians. Influencing the process of empowerment and involving parents in the consultation apparently requires more than needs assessment, informing, and helping parents ask questions.

4.1. Influencing parental empowerment {#cch12700-sec-0038}
-------------------------------------

Much has been written on parents\' requirements for being more empowered and thus possibly involved in the care process of their child (Joseph‐Williams, Elwyn, & Edwards, [2014](#cch12700-bib-0013){ref-type="ref"}). It is not only knowledge and skills but also motivation and opportunities to truly participate in care which play major roles (Fumagalli et al., [2015](#cch12700-bib-0010){ref-type="ref"}). In this respect, it is not only parental preferences but also the preferences, motivation, and skills of the professionals that play a role in empowerment and the degree of parental involvement in consultations.

The main aim of our study was to explore the degree of support by the WWW‐roadmap that parents experience in making them feel more empowered in their relationship with professionals. However, parents\' and professionals\' assumptions about the expected "normal" roles are not always similar and could form an important barrier for empowerment (Joseph‐Williams et al., [2014](#cch12700-bib-0013){ref-type="ref"}). In other words, it is not only the parents\' preparation for the consultation in terms of needs assessment and information provision that is important but personal and interactional factors and the perception of influence from the perspectives of both parents and professionals also play a role in determining the actual involvement.

Because parents vary considerably in the way they would like to access information (Gilson, Bethune, Carter, & McMillan, [2017](#cch12700-bib-0011){ref-type="ref"}), and not all parents can use a computer and connect to the Internet, we acknowledge that a digital tool is not useful for *all* parents.

The time spent and the frequency of using the WWW‐roadmap varied between parents. It is possible that the parents who spent more time using the WWW‐roadmap felt more supported by its functionalities (dose‐effect relation). We did not find this relation in our exploration of subgroups, but most parents used the WWW‐roadmap only once or twice.

In addition to personal factors and preferences, linguistic aspects also play a role. There is a substantial group of parents who do not have sufficient command of Dutch and can thus not benefit from the WWW‐roadmap. In other words, "one size does not fit all." However, as part of a "toolbox" of different interventions and instruments that could support parental empowerment and involvement, the WWW‐roadmap can be used in a targeted manner by professionals in specific cases. The goals of using the tool and the instructions for its use could be introduced more explicitly to parents, to create better and more tailored opportunities for involvement in consultations.

4.2. Empowerment: It takes two to tango {#cch12700-sec-0039}
---------------------------------------

We invited parents to use the WWW‐roadmap with little further explanation, and we did not ask the professionals to change their consultations. If parents are to become more involved in their child\'s care process, health care professionals should have the skills and motivation to involve them in the process. We therefore suggest that professionals should be motivated to explicitly discuss the use of the WWW‐roadmap if the parents are capable of doing so.

Although parents need both substantive knowledge and knowledge of their own preferences to participate in shared decision making (Joseph‐Williams et al., [2014](#cch12700-bib-0013){ref-type="ref"}; G. King et al., [2017](#cch12700-bib-0014){ref-type="ref"}), the perceived influence and desired role of parents should be explicitly established in order to enhance parental empowerment. This means that professionals should assess the best way to help parents in this process and in taking control of their situation.

4.3. Strengths and limitations {#cch12700-sec-0040}
------------------------------

We analysed the responses of 128 parents of children with different disabilities, at different ages and in different health care settings, regarding their consultations with their physicians. Given the naturalistic setting of the study, its external validity seems acceptable. However, the sample size limited the possibilities for subgroup analysis.

Establishing a causal effect of the WWW‐roadmap would require a randomized, blinded longitudinal study. This would not be possible in our setting, because of possible contamination. Physicians could be triggered by parents who had used the WWW‐roadmap to give extra attention to their information search, family needs, and empowerment. Hence, we decided to perform a posttest only sequential cohort study. This provided us with the opportunity to explore differences between the groups, but not causality.

Only 10% of the respondents in our study sample were fathers. Possibly, fathers and mothers of children with disabilities have different needs and modes of engagement and empowerment (Hartley & Schultz, [2015](#cch12700-bib-0012){ref-type="ref"}; Pelchat, Levert, & Bourgeois‐Guérin, [2009](#cch12700-bib-0021){ref-type="ref"}). Future studies should further assess these differences and take them into account.

4.4. Improving the tool {#cch12700-sec-0041}
-----------------------

Despite the above limitations, we know from the experiences of parents in the qualitative study and earlier feedback from parents (Alsem, van Meeteren, et al., [2017](#cch12700-bib-0003){ref-type="ref"}) that the tool could serve a purpose for a specific subgroup of parents. Our qualitative study and earlier feedback have revealed several aspects that might be improved. Parents not only need "objective" information but also like to share and find experience‐based knowledge (Alsem, Ausems, et al., [2017](#cch12700-bib-0002){ref-type="ref"}). Offering the opportunity to find and share this type of information would enhance the tool\'s efficacy. Parents also mentioned that it would be useful to add the option of sending their questions to the professional before the consultation, so that the professional could also prepare for the consultation. Besides improving the tool, greater attention for the process of implementation and use in daily practice could also enhance its effects. Better implementation in the care process, including an introduction to and coaching on the use of the tool, could enhance its effect. Having the WWW‐roadmap available at a moment that suits them most, instead of this being dictated by a study, would also be more in line with the principles of family‐centred care.

5. CONCLUSION {#cch12700-sec-0042}
=============

Using the WWW‐roadmap to prepare for consultations did not result in quantitatively measurable differences in parental empowerment, self‐efficacy, satisfaction, or family centredness of care. However, our qualitative study did reveal some of the perceptions and experiences of parents and the possible effects on different aspects of involvement and empowerment before and during the consultation.

In view of these findings, and the feedback we had received in earlier stages (Alsem, van Meeteren, et al., [2017](#cch12700-bib-0003){ref-type="ref"}), we conclude that the WWW‐roadmap is able to support parents in formulating their needs and finding information irrespective of whether they are preparing for consultations with professionals. Implementation should be further investigated to optimize the tool\'s clinical efficacy.

5.1. Practice implications {#cch12700-sec-0043}
--------------------------

Parents who have access to the Internet, a sufficient command of the Dutch language, and time to prepare for consultations with their physician could use the WWW‐roadmap to explore their needs and find information. Professionals could consider recommending the WWW‐roadmap to eligible parents for these purposes. Instruments to enhance parent involvement and empowerment should not only focus on information provision but also address issues at a more interactional level between parents and professionals.

5.2. Informed consent and patient details {#cch12700-sec-0044}
-----------------------------------------

Informed consent was obtained from all individual participants included in the study. We confirm that all patient/personal identifiers have been removed or disguised so the patient/person(s) described are not identifiable and cannot be identified through the details of the story.
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 {#cch12700-sec-0048}

Introduction (5 min) Explain who you are and what we are studyingTell about the goal of this interview

Explanation about the goal of the interview ‐Study on the use of the www‐roadmap in practice, and what the consequences are for the visit to the doctor.‐You have already completed the questionnaire. Sometimes questions will look alike, but now there is opportunity to explain answers.‐These interviews are also aimed at further exploring a few issues from the questionnaire.

Confidentiality ‐The results of the interview will be processed in coded form. Your doctor and the treatment team do not know what you have told. The statements therefore have no influence on the treatment of your child.‐The results are used to gain insight into the experiences with the www‐roadmap. Possibly an article can be written about it, whereby the statements can not be traced to the person.

Explanation of the interview ‐The interview will last about an hour.‐If you have questions, you can always ask them directly.‐We are especially curious about your experiences.‐We will start the interview by checking a number of data, then I have some questions in advance, but it is not a questionnaire as you may be used to. It is the intention that you mention all experiences and tell all the ideas. All input is welcome!

Permission recording equipment ‐We would like to include the interview on this sound recorder. So that I can better listen to you and do not have to write everything down. Are you okay with that?‐Get the device and switch it on if this permission has been obtained.‐ If there are no further questions, I would like to start the interview.

The interview (30--40 min).

The following list of questions is intended as a guide or at the end as a checklist, not to be asked literally.

Preparation of the consultation: Information seeking, preparation, and asking questions.

Extent of questions*: How did you use the WWW‐roadmap, did the WWW‐roadmap help you prepare for the consultation?* How do you normally prepare a consultation with the doctor (without using the WWW‐roadmap)?How did you prepare the last consultation (using the WWW‐roadmap)?Were there differences? What was different?Which part of the WWW‐roadmap did you mainly use?What part/aspects of the WWW‐roadmap did it help the most?Do you feel that you are better informed because you have used the WWW‐roadmap?Have there been any questions that were resolved before you went to the doctor?Is the WWW‐roadmap an added value in preparation for the consultation? If yes, what added value?Have you come to a "shopping list" in preparation for the consultation?Has the WWW‐roadmap played a role in this?What were barriers to using the WWW‐roadmap?In future consultations, would you use the WWW‐roadmap again?Do you have the confidence that you can get good information yourself? Has the WWW‐roadmap helped in this? Or can the WWW‐roadmap help with this?During the consultation: Asking questions, involvement in the consultation, empowerment What do you mean by involvement in the consultation?What role do you want to have in this?(In the longer term in the rehabilitation process) Has your role changed over time?Who was in charge of the conversation?/Did you feel like you were in control?Do you need more control? Could the WWW‐roadmap influence the need for control?How? Should the WWW‐roadmap be changed to be able to help this?Did you feel that you had more control with the use of the WWW‐roadmap? How did the WWW‐roadmap help you with this?What in the WWW‐roadmap can/should be changed (or should be added) to have help you get involved in the consultation?Do you feel that you have enough opportunities to be involved in the consultation? Did the WWW‐roadmap help with this?What could help as a supplement or change in the WWW‐pointer to get more space to take control?What do you need to get more control in the care process?Did you use your shopping list? How?Have you been able to ask everything you wanted to ask?Has the doctor asked what you wanted to know?Was there enough time?Was it referred to someone else if the doctor could not answer the question?If several consultations have taken place in one day: Has the WWW‐roadmap helped to split questions, did it help to ask questions to the right person?Are you now asking other questions? Are you able to better formulate your questions?

Contents of the WWW‐roadmap Are you missing information in the WWW‐roadmap?What should be changed in the WWW‐roadmap?Is the information in the WWW‐roadmap clear?What could help you to get information easier Specifically on the internet?During the consultation with the doctor?

Completion

These were the questions I wanted to ask you. Do you have any comments or would you like to mention other things? ‐Thank you for participating in this study.‐Switch off the recording equipment and leave some room for comments.‐Make notes if necessary.
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